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Krista Sipf: Hello and welcome to the CanDo MS podcast. My name is Krista Sipf. | am a
Program Manager here at CanDo MS. We are excited for today's podcast which is part of our
Embracing Carers series. Joining us today, we have two support partners, Matt and Warren
along with Psychologist Roz Kalb. Thank you guys so much for joining us today and of course,
thank you for sharing your perspectives as support partners as you navigate life with MS.
Without further ado, | will hand the conversation over to Roz.

Roz Kalb: Hi everyone, | am very pleased to be here with Warren and Matt who are going to
share some of their experiences as support partners for their wives with MS. My name is Roz
Kalb, I am a clinical psychologist and | have been working at CanDo MS for twenty years now,
and | have had the opportunity to work with both Matt and Warren in the past at programs
and | am thrilled to have them here today. Matt, could you go ahead and introduce yourself,
please?

Matt: Sure. Hi, my name is Matt. My spouse's name is Kelly. She was diagnosed with Multiple
Sclerosis in 2018 and my role as a caregiver to her is largely mental and emotional support
with occasional physical support on a particularly bad day.

Roz: Great. How about you Warren?

Warren: Yeah, hi. My name is Warren. My wife's name is Loretta. She was diagnosed with MS in
2012 and it has progressed to the point now where she is in a power chair and requires my
daily emotional and physical support.

Roz: So Warren, can you describe how your role as a support partner evolved over time, from
the diagnosis to where you are today?

Warren: Sure. When she was first diagnosed and they said she had MS, we shrugged our
shoulders and looked at each other because she really had very, very minor symptoms so it
was really more about just supporting a wife, you know, husband supporting a wife with an
MS diagnosis and it has evolved now to providing a lot of physical and emotional support on
a daily basis.



Roz: Is she able to do anything on her own? Some things on her own?

Warren: | would say for the most part she can eat on her own, she can pretty much just about
eat. Both her legs are very weak, one of her arms. So, for the most part, anything else with, let
us say the activities of daily living like dressing, toileting, bathing, | have to assist her with.

Roz: So what would you say were the major milestones along the way that impacted your life
personally and your relationship as a couple?

Warren: | will probably say that the first part was this diagnosis and it was, "Okay she has MS
and we do not know what it means, and life kind of goes on as normal." So we thought. And
then there was this progression stage where instead of it being this very slow or like
relapsing-remitting, it was this sudden progression of the symptoms where all of a sudden it
became very difficult for her to walk and to support herself. She was still independent but
losing her balance. Partial loss of function. And then | think there was this kind of emotional
stage where she went into depression lost a lot of weight for a while the doctors helped us to
get ahold of, to recognize that issue and to be able to address it and now | would call it, this
strong dependence stage where she is no longer able as | mentioned earlier, to care for
herself and so, my assistance to her is throughout the day.

Roz: And you work from home and that is how you are able to do all of this?

Warren: Yeah. | am very blessed in that. It happened at a time when both our children were
grown and independent, that | had retired from the Navy Reserves, that | started a business
on my own, at a time when she was in need but not as much need and | can run my business
from the house essentially. | do not have to travel extensively anymore either.

Roz: So Matt, you have told us that your assistance at this point is really a lot of emotional
support and just being there for Kelly when she needs that support. How has Kelly's MS
impacted you personally?

Matt: | would say it has impacted me in a number of ways. Some of the ways are more subtle
and just not easily observed. There has been an increased mental and emotional stress and
anxiety largely relating to fear of the unknown, fear of the future, particularly concerns over
future finances and even concerns over how should hard we push her to continue to work?
Does she continue to work because she feels good enough to do it? Or does she step back a
little and maybe work part-time or not work at all? Because she does have days where she
struggles more. That is still something we are trying to work through. | would say also loss of
sleep just largely related to anxiety and then changes in our plans, we even one time
canceled a trip to the Grand Canyon because she just did not think she could do it. She did
not feel up to it that week.

Roz: You also moved in part because of the MS. Could you describe that a little bit? That was a
pretty major move for you and your lifestyle.



Matt: Absolutely. We moved to Hawaii because of a dream of mine. Many people dream of
many things some people, it is a corner office and a large building in a fancy job wearing a
nice suit, some people it is a big fancy house, some people would say an exotic sports car, me
it was living on a tropical island. That was my goal in life largely and we got there and we did
it and we did it for a couple of years and then after navigating the healthcare system in Hawaii
for a little while, we ultimately determined it was not going to work. At one point, she even
went without medication for six weeks because they just could not get it to her. There were
too many roadblocks, too many obstacles for her there to feel comfortable.

Roz: That must have been a huge loss for you personally, a loss of a dream and a goal. How
did it impact you as a couple beginning with the diagnosis? How would you say your
partnership has evolved from the beginning?

Matt: Well, we historically have had a very strong, very close-knit, cohesive type of
relationship even to the point of not necessarily having to communicate things verbally
because we just knew what the other person would expect or think or anticipate and
communication was always very strong, nothing was off the table. The anxiety that came on
both our parts with the diagnosis certainly impacted communication and problem solving in
general and just making everyday decisions and then over time, some of the continued
anxieties, particularly, probably for me, have probably caused me to be a little overly
protective of her and even to the point of it being unnecessary.

Roz: How does Kelly react when you do that?

Matt: Actually, usually pretty positively. For the most part, she recognizes that | am just
looking out for her. Occasionally, | think it comes across as overbearing.

Roz: Would Loretta ever say that you were overbearing, Warren? Just checking.

Warren: Yeah. Because | have to do so much to help her these days and her independence is
gone and the funny thing is I am like, | would be very happy for you to do it on your own,
thank you. It is not like | have to or want to do this, but | feel like | need to and it is hard to put
yourself in someone else's place that normally would do certain things and try to do it the
way they would expect you to do it. That is a constant challenge.

Roz: So as Loretta's MS has progressed and it sounds like it has progressed quite significantly
in a relatively short number of years. What would you say have been your biggest challenges
as that evolution has happened?

Warren: | think in the beginning the challenges were not as great as they are now, but
certainly along the way they were learning to be patient, simple things like as it became
harder for her to walk but she could still walk and use a cane. | would have to extend my arm
and let her walk at her pace which would be far slower than my a-type personality would



normally allow for. | think accepting the limitations of what we could not do anymore and just
saying it is okay. All right, so we cannot travel, we were very fortunate to live in Spain for two
years and | think that took care of the travel bug that | was thinking | would have to do or
want to do when | retired so we realized travel is not what it used to be and will not be.
Learning to be more of a stronger emotional support partner, being able to try to put myself
in her shoes, which is difficult at times, especially when we are both frustrated. Finding the
right resources to help us as things evolved, that was a bit of a challenge. Learning to balance
my needs with her needs, that is a tough one too. What you have to give up as a result
because you cannot do everything anymore. Adapting the house for handicap accessibility
was some big changes there and then trying to plan for a future financially and for physical
care. | would say those are the major challenges.

Roz: Together, the two of you have brought up two really important topics that | want to try
to meld together. We are going to [inaudible] some about communication, but | want to go
back, Matt, what you said about your own feelings of anxiety and then Warren, you talked
about your worries and trying to plan for the future. When you, as support partners and
loving husbands feel your own anxiety building and your own worries, do you find yourselves
being able to share that with your partner? Or do you feel like you have to kind of hold it in so
you do not upset your partner? How do you sort that out? Matt, why don’t you go first?

Matt: Sure. Depending on the circumstance, | would answer that question in one way versus
another. There are times where | feel perfectly at ease sharing anxieties, worries, frustrations,
etcetera with her, in bringing her in on that conversation that is going on in my head already
and getting her input on it or just having her be the person to listen to me. There are many
times, however, and | find them to be somewhat increasingly frequent where | choose what |
am going to bring up. The effort is to protect her or to shield her from some of the realities of
life that maybe would add to her anxieties that | am experiencing. Sometimes that probably is
helpful, and sometimes it is probably not, and sometimes it is just hard to tell when it is
helpful and when it is not. The goal | know is good but the result, | think, goes both ways.

Roz: So, you are juggling her needs, and your needs, and sometimes you think you are right
on target in your decisions and sometimes you are not sure?

Matt: Absolutely.

Roz: How about you Warren? In your communications with Loretta, where do you think you
fall on that continuum at this point in your relationship?

Warren: | think we try to be a little guarded. She is feeling pain that day, she does not always
express it to me. She does not want to throw out all of her issues and add to my concerns if
you will. 1 do not have a lot of day-to-day anxieties. It is more future concerns and the eight
hundred-pound gorilla in the room that we have not talked about and yet need to and we are
working rapidly towards that. On a day-to-day basis, | try to share a little things about my
work and what is going on and keep her involved with that and she seems interested enough



to hear so | think we try to communicate but certainly the big thing is the long-term issue. The
one piece of the puzzle we have not quite answered yet that we need to really sit down and
we are planning to meet with a, | think they call it an elder care attorney so we can do wills,
power of attorneys, talk about future of long-term care, have someone position to help us if
we need that, so we are rapidly approaching the time we are going to have that meeting and
then we will probably talk more about it at that time.

Roz: And that is the eight hundred-pound gorilla you are talking about?

Warren: Yeah.

Roz: All the what-ifs about the future and how you would plan for them.

Warren: Correct. We are a little more along the road than of course Matt is, in that we have
taken care of the physical needs aspect for today. The power chair, the stairlift, the day-to-day

things, support groups, all of that is working at this point. It is more the future.

Roz: At CanDo MS, you have both heard us talk about the importance of communication as a



